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Objectives: Globally, informal caregivers caring for cancer patients meet challenges within their care-
giving role, which significantly influence their quality of life. This qualitative systematic review aimed to
analyze how cancer caregiving influence the quality of life of informal caregivers and the management
strategies of informal caregivers for their role as cancer caregivers.
Methods: Following the enhancing transparency in reporting the synthesis of qualitative research
(ENTREQ) statement, Wanfang database, the China National Knowledge Infrastructure (CNKI), CINAHL,
MEDLINE, PubMed, Cochrane Library, PsycARTICLES and PsycINFO, and grey literature in English and
Chinese from 1 May 2009 to 31 December 2019 were searched. Quality of included studies was assessed
by the Critical Appraisal Skills Programme (2018) Qualitative Checklist and thematic synthesis was
conducted.
Results: Of the 8,945 studies identified, 6 studies met the inclusion criteria. One analytical theme relating
to the QoL of informal caregivers following cancer caregiving was identified: “challenges of caregiving”.
In terms of the management strategies to the role of cancer caregivers, two analytical themes were
identified: “self-adjustment” and “seeking for formal and informal support”.
Conclusions: Cancer caregiving influences informal caregivers’ QoL significantly and informal caregivers
develop diverse coping strategies to deal with the difficulties occurred while balancing the relationship
between their own lives and caregiving. However, professional and policy support remain inadequate for
informal caregivers that require the need for improvement in terms of health care professionals and
policymakers.
© 2021 The authors. Published by Elsevier B.V. on behalf of the Chinese Nursing Association. This is an
open access article under the CC BY-NC-ND license (http://creativecommons.org/licenses/by-nc-nd/4.0/).What is known?
 Globally, the burden of cancer care is expected to increase
notably in the future.
 Informal caregivers take the major responsibilities to take care
of cancer patients, which could lead to negative impacts on the
quality of life (QoL) of both cancer patients and informal
caregivers.ing Association.
B.V. on behalf of the Chinese Nursi Considerable quantitative research has been conducted in
investigating the current status of the QoL of informal
caregivers.What is new?
 Comprehensive assessment of the QoL of informal caregivers
and their needs is essential when they begin their caregiving
role.
 Short-term demand-oriented training programme is required
because it could help informal caregivers adapt to their cancer
caregiving role as soon as possible.ng Association. This is an open access article under the CC BY-NC-ND license (http://
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tegies according to the needs of informal caregivers.
 Professional and policy support are inadequate and improve-
ment is needed.Table 1
Three key search terms and synonyms developed for the search strategy.
Population Exposure Outcome
Caregiver# Cancer “Quality of life”

















Notes: The punctuation “*” and “#”were used as truncation indicators. (1) *matches
multiple characters that used to findword endings; for example, “Famil*”were used
to find all records with “family” or “families.” (2) # matches one optional character;
for example, “caregiver#” was used to find all records with “caregiver” or “care-
givers.” The truncation indicators were adjusted when searching in different data-
bases according to the search guide. All the synonyms in the same column were
linked with “OR,” while three key search terms with their synonyms in different
columns were linked with “AND.”1. Introduction
Globally, cancer is a huge challenge because it is the main cause
of morbidity [1] and the second leading cause of mortality [2]. In
2018, 18.1 million people were diagnosed with cancer [3]. Fortu-
nately, because of early detection and diagnosis as well as better
screening and treatments, cancer survival rates have been signifi-
cantly improving and an increasing number of people survive [4].
Therefore, with both morbidity and survival rates of cancer
increasing, the number of cancer patients may continue to rise, and
the burden of cancer care worldwide is expected to increase
notably in the future.
Within the last few decades, there has been a tendency toward
shorter hospital stays, and a growing number of cancer patients are
now being cared for by family caregivers at home, rather than in
hospitals [5]. Even during cancer treatment in hospitals, family
caregivers are still required for daily care [6]. Hence, cancer pa-
tients' home caregivers, called “informal caregivers,” are taking
major responsibilities for cancer patients’ care [7,8]. These care-
givers, the majority of whom are relatives, friends, and partners [9],
provide uncompensated and informal care to cancer patients [10].
As cancer patients become unable to perform activities of daily
living [11], informal caregivers not only need to assume cancer-
related responsibilities, including treatment management and
symptom monitoring, but also to undertake additional daily assis-
tance in activities such as cooking and toileting [12]. Nevertheless,
because informal caregivers lack professional skills and knowledge
of caregiving [13], they can be under great stress [14], causing
deterioration in quality of life (QoL) for both cancer patients and
their informal caregivers [5,15].
QoL is a multidimensional concept [16] that includes physical,
social, psychological, and spiritual well-being [17]. The reported
prevalence of anxiety and depression among cancer informal
caregivers is much higher than that of cancer patients themselves
and caregivers who did not care for cancer patients [5,18], which is
likely to reflect the deterioration of both physical and social well-
being. Because of cancer caregiving, informal caregivers often
experience sleep disturbances and fatigue [15] or even negatively
change their health behaviors, including reducing daily intake of
vegetables and fruits and increasing smoking and alcohol use [19].
These changes might lead to deterioration in their weight, appetite,
and physical strength, which could eventually worsen their own
physical well-being, especially those who have been diagnosed
with other diseases, such as heart disease, hypertension, and
arthritis, before becoming informal caregivers [20]. As their own
physical well-being worsens, informal caregivers are less likely to
provide high-quality caregiving for cancer patients, which would
reduce the QoL for cancer patients [21]. Meanwhile, because care-
giving costs a large amount of unexpected time [22], informal
caregivers have to reduce time spent on leisure and social activities,
therefore leading to more physical problems and decreased social
well-being [23]. Furthermore, social isolation and the lack of
physical activities might result in a high risk of anxiety and
depression, which is likely to worsen their physical symptoms as
well as their experience of isolation [24]. Thus, each domain of the
QoL of informal caregivers could affect the others, and their nega-
tive changes mentioned above are part of the reasons resulting in
this vicious circle whichmay worsenwithout clinical interventions.
To improve informal caregivers' QoL, better understanding of228how cancer caregiving influences their QoL and their management
strategies for the role of cancer caregivers is essential. However,
Chantarasap et al. [25] and Duan et al. [10] highlighted that the QoL
of informal caregivers is often overlooked by health professionals
and informal caregivers themselves, especially in the Asia Pacific
Zone. In addition, to date, a great number of contemporary studies
in the field of QoL of informal caregivers are quantitative research,
using QoL scales to conduct cross-sectional surveys [16,26]. This
quantitative methodology tends to allow researchers to investigate
the current status of the QoL of informal caregivers by using
objective numbers [27] instead of exploring how cancer caregiving
influences informal caregivers' QoL and how they make decisions
during caregiving. To date, because there is no qualitative system-
atic review investigating the QoL of cancer informal caregivers,
therefore, a qualitative systematic review is needed to integrate
current studies and better understand informal caregivers’ QoL.
Consequently, the aims of this qualitative systematic review are to
analyze how cancer caregiving influences the QoL of informal
caregivers and the management strategies of informal caregivers
for their role of cancer caregivers.2. Methods
2.1. Search strategy
The enhancing transparency in reporting the synthesis of
qualitative research (ENTREQ) statement [28] was followed. Liter-
ature published from 1 May 2009 to 31 December 2019 was
searched. The search was limited to 1 May 2009 onward because a
great quantity of data demonstrated that the cancer field has
developed rapidly [29] and informal caregivers’ QoL and manage-
ment strategies have changed accordingly [30]. The search strategy
was developed based on the PEO (Population, Exposure, Outcome)
framework, the relevant Medical Subject Headings (MeSH) terms,
and free text including three themes: “caregiver,” “neoplasms,” and
“quality of life” (see Table 1 and Appendix A). Eight bibliographic
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China National Knowledge Infrastructure (CNKI), CINAHL, MED-
LINE, PubMed, Cochrane Library, PsycARTICLES, and PsycINFO. Grey
literature was searched through three links: (a) Grey Literature
Network Service, (b) Open System for Information on Grey Litera-
ture in Europe and (c) ProQuest Dissertations & Theses. To identify
additional studies, both backward and forward citation chaining
searching were conducted.
2.2. Inclusion and exclusion criteria
The inclusion and exclusion criteria were as follows: 1) Types of
population: Informal caregivers (18 years old), including relatives
or non-relatives, caring for cancer patients were included. The
reason for excluding informal caregivers younger than 18 years old
is that they are minors who are experiencing a special psycholog-
ical development stage [31] and caring for cancer patients may
have more negative impacts on their QoL [32]. This experience
could result in higher risk for developing behavioral and emotional
problems [31], which may be different than the adult experience.
Furthermore, informal caregivers who had attended training
related to caring or were employed were excluded. Informal care-
givers caring for cancer patients whowere diagnosed with any type
and stage of cancer, either undergoing cancer-related treatments or
not. 2) Types of outcome: Any studies analyzing the QoL of informal
caregivers related to cancer caring. Studies that investigated both
QoL and any other phenomena were included if the data were re-
ported separately. Studies that identified QoL of both cancer pa-
tients and their informal caregivers were included if the findings
were reported separately. Any mixed-method studies were
included if the qualitative data were reported separately. 3) Types
of study design and language: Only qualitative studies published in
English or Chinese were included because of limited translation
resources. Because the quantity of excluded studies published in
other languages might affect the precision of the review [33], we
documented any excluded studies.
2.3. Study selection
All citations were exported to EndNote. After duplicates were
removed, all citations were screened via titles and abstracts, and
the full text of all relevant studies identified was obtained and
assessed by two reviewers independently, according to the inclu-
sion and exclusion criteria. Discrepancies were discussed with the
third reviewer to achieve consensus.
2.4. Quality assessment
To evaluate the trustworthiness of each study, the Critical
Appraisal Skills Programme (CASP) [34] Qualitative Checklist was
used for quality assessment by two reviewers independently. The 10
questions of CASP Qualitative Checklist consist of two parts: the first
two screening questions are designed for briefly estimating the cor-
relation between objectives andmethodology of the study; the other
eight questions are utilized to evaluate themethodology of the study
comprehensively. Although low-quality studies tend to have higher
risks of bias [35], they may also provide significant and valuable in-
formation [36]. Therefore, the results of quality assessment were not
used as an inclusion criterion and no study was excluded. Discrep-
ancies were discussed with the third reviewer to reach consensus.
2.5. Data extraction
Data from the included studies, including bibliographic infor-
mation, methodology, characteristics of population, exposure, and229outcome information, were extracted by two reviewers indepen-
dently. Disagreements were discussed with the third reviewer to
reach consensus.
2.6. Data analysis and synthesis
The thematic synthesis method was chosen because it can
identify similarities and differences among studies while gener-
ating new findings at higher levels of analysis [37], which enabled
reviewers to analyze studies for implications for clinical practice
and further research [38]. The guideline developed by Thomas and
Harden [39] was followed. The process of thematic synthesis was
divided into three stages. 1) The “line-by-line” coding of the text:
All quotations were examined with coding text line by line. 2) The
identification of “descriptive themes”: The meanings of initial
codes were analyzed and descriptive themes were developed. 3)
The synthesis of “analytical themes”: The descriptive themes were
identified and analytical themes then developed. This process was
conducted by three reviewers and disagreements were discussed
with the fourth reviewer to achieve consensus. The data synthesis
strategy was carried out using NVivo 11th software to code, store,
and search qualitative data, which could minimize data-entry er-
rors [40]. Finally, no disagreements occurred among the reviewers.
3. Results
3.1. Description of studies
Of the 8,945 studies identified, 6 studies met the inclusion
criteria (see Fig. 1 and Appendix BdThe seven excluded studies
after assessing eligibility and reasons of exclusion) and no non-
English or non-Chinese study was excluded when reading the full
text. The included studies, including a total of 103 caregivers, were
from Australia [41], Singapore [42], the Accra Metropolis of Ghana
[43], Canada [44], and the United States [45], and one of these
studies’ location remains unknown [46]. Different cancer diagnoses
(in total 18 cancer types), cancer treatments (surgery, radiotherapy,
and chemotherapy), care settings (inpatient and outpatient), and
relationships between cancer patients and caregivers (spouses,
parent, son/daughter, or boyfriend/girlfriend) were obtained (see
Table 2).
The quality assessment results revealed that two studies [41,46]
did not definewhy qualitativemethodologywas used and howdata
analysis was conducted, and only three studies [42e44] critically
examined the role of researchers and identified potential bias
related to researchers. Despite these faults, all included studies
were of medium or high quality (see Table 3).
3.2. Findings
Based on the two aims of this review about the QoL of informal
caregivers following cancer caregiving and the management stra-
tegies of informal caregivers for their role of cancer caregivers,
three analytical themes were identified: (a) challenges of care-
giving, (b) self-adjustment, and (c) seeking for formal and informal
support (see Table 4 and Appendix CdData synthesis process).
3.2.1. The QoL of informal caregivers following cancer caregiving
Challenges of caregiving emerged as the analytical theme,
indicating the difficulties in changing to the role of caregiver and
the process of caregiving.
As part of the analytical theme “challenges of caregiving,” four
descriptive themes were identified: (a) Physical well-being: Con-
flicts between needs of cancer patients and informal caregivers, (b)
Social well-being: Role adjustment and financial burden, (c)
Fig. 1. Flow chart of the literature search and selection process.
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and (d) Spiritual well-being: Traditional values. These four
descriptive themes are discussed below.3.2.1.1. Physical well-being: conflicts between needs of cancer pa-
tients and informal caregivers. In taking care of cancer patients,
informal caregivers found difficulties in balancing their own needs
and cancer patients’ needs. Because of caregiving activities, such as
massaging and lifting cancer patients, informal caregivers experi-
enced work overload, which led to a lack of time to rest or even to
the deterioration of their own health status [42,43]. As informal
caregivers reduced their amount of sleep, they tended to experi-
ence insomnia, tiredness, headaches, pain in different body parts,
cough, distress, memory deterioration, high blood sugar, and low or
high blood pressure [42e45]. For those informal caregivers who
were diagnosed with chronic diseases before becoming cancer
caregivers, the symptoms of chronic diseases were aggravated, such
as the cough of asthma, leading to chronic disease exacerbation
[43,44]:
“I have pains in my chest. I cough. The cough is persistent...I have
been there (hospital) several times. One doctor told me to be careful
of the food I eat. So I have noticed that when I eat rice or yam, I
suffer the coughs.” ([43]; p. 43)2303.2.1.2. Social well-being: role adjustment and financial burden.
From the timewhen patients were diagnosed with cancer, informal
caregivers had no choice but to transform their roles, living with
cancer patients not only as family members but also as caregivers
[41e46]. As family members, first of all, informal caregivers paid
close attention to cancer patients’ psychological changes and tried
to maintain them in a positive frame of mind [41e44,46]. However,
the unpredictable shift of psychological changes and changed
personality in cancer patients, resulting from the diagnosis of
cancer or cancer treatments, were hard to understand and manage
by both parties [44,46]. Meanwhile, because cancer patients were
unable to work because of the disease, informal caregivers had to
earn more money to pay for the costs of daily life, for example, food
or school fees for their children, to which both parties would
otherwise contribute, in addition to the high cost of cancer-related
treatments, including medication, laboratory tests, overnight hotel
stays, restaurant meals, and transportation to hospitals
[42,43,45,46]. However, to balance the relationship between work
and caregiving, informal caregivers were forced to adjust their full-
time job to part-time work or even abandon their job, resulting in
sadness and anxiety about future health care coverage [41e44,46]:
“When his sickness started and it was not severe, I did go and stand
in for him. Because some of these things, you see at as physical but
Table 2
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ical, you also deal with the spiritual.” ([43]; p. 65)
“I do miss the work. I think if mom had been living in [the same
province] when she was first diagnosed, I probably wouldn't have
had to quit, but having to be off for six months, that's a long time to
have a leave of absence.” ([44]; p. 73)
Informal caregivers need to assist cancer patients not only in
conducting daily activities, for example, eating, toileting, bathing,
and dressing, but also in planning for cancer-related matters,
including making appointments and taking medications [41e43,46].
In addition to their household role or original caregiver role in taking
care of other people, for example, their children or grandchildren,
informal caregivers reported more difficulties in managing the
additional transformation to the cancer caregiving role [43,46]:
“He is not able to eat, or stand or sleep either. So my children and I
hold him as a baby.We bathe him on the bed and do everything else
for him… Sometimes, he's like a baby, so you can be easily fed up
with him. Even feeding him was a problem. You have to spoon-feed
him. It took us about 2 hours just to feed him with porridge.” ([43];
p. 45)3.2.1.3. Psychological well-being: the complexity of psychological
changes. Similar to the psychological impacts on cancer patients
when they were diagnosed with cancer, informal caregivers also
experienced several stages, varying from being shocked to accept-
ing cancer. In the beginning, informal caregivers were angry and
refused to accept the cancer diagnosis because they had never
thought about cancer before [42e46]. Informal caregivers bar-
gained with the death of cancer patients while expressing fear
about the unpredictable future, including the uncertainty of cancer
development and its complications [43,44,46]. Furthermore, facing
cancer complications suffered by cancer patients exaggerated
informal caregivers’ sense of guilt and uselessness because they
could do nothing or suspected that they could not provide the best
care for cancer patients [41e46]. Even worse, some informal care-
givers were anxious about the problems caused by the death of
cancer patients, for instance, raising their children alone [43e45]:
“There's uncertainty in life ….It's just that the illness and cancer
itself brings around, it creates a lot of uncertainty that you weren't
prepared for.” ([46]; p. 289)3.2.1.4. Spiritual well-being: traditional values. In terms of personal
values, informal caregivers regarded caring for their loved one as
their responsibility [43,45,46]. Hence, informal caregivers tended to
hide their negative emotions because they believed that being
supportive was part of their responsibilities [44e46]. In terms of
traditional social values, especially in Africa, caregiving tended to
be deemed the duty of married women [43]. Hence, despite care-
givers having some spare time, additional forms of entertainment
were not acceptable for informal caregivers both personally and
socially, which exaggerated their sense of depression or anxiety and
eventually led to feelings of guilt [43,45]:
“There are many forms of entertainment. But now that my husband
is not well, I do not have any entertainment. How can I entertain
myself when my husband is not well?” ([43]; p. 50)2323.2.2. The management strategies of informal caregivers for their
role of cancer caregivers
For the management strategies of informal caregivers for their
role of cancer caregivers, two analytical themes were identified,
which were “self-adjustment” and “seeking for formal and informal
support,” discussed below.3.2.2.1. Self-adjustment. The analytical theme “self-adjustment”
revealed the essence of how informal caregivers adjust to better
transform and manage their cancer caregiving role, including three
descriptive themes: (a) behavioral adjustment, (b) spiritual
adjustment, and (c) lifestyle adjustment.
3.2.2.1.1. Behavioral adjustment. To keep the focus on caring,
informal caregivers would act as managers to organize affairs
relevant to caregiving, such as developing a detailed self-
management system to take the reins from professionals, which
could prevent them becoming emotional [41,44]. To cope with
difficulties, some informal caregivers tended to initiate more con-
versations with cancer patients or their familymembers than usual,
because chatting with them, particularly sharing memorable
events that happened in the past, could make their relationship
closer, allow informal caregivers to express their feelings, and
eventually improve the QoL of informal caregivers [43e45].
Conversely, some informal caregivers avoided communicating with
cancer patients, especially those who were suffering from cancer
pain or had a changed personality, because informal caregivers
found difficulties in resolving queries and insults from cancer pa-
tients [43]. Because informal caregivers put the needs of cancer
patients before theirs, they did not want to share issues that might
upset or worry cancer patients [41,43e46]. Even if they were
experiencing their own health problems, informal caregivers still
did not discuss their trouble and tended to take non-prescription
drugs to relieve symptoms [43]:
“Yes, I think [patient] and I tend to talk a lot more. He's not as afraid
to show his emotions. He has broken down a few times, which is
something he probably wouldn't do before. I think it's good …. I
think we've grown closer. We certainly have appreciated howmuch
we rely on one another, and respected the fact that we need to be
there for each other.” ([44]; p. 74)
3.2.2.1.2. Spiritual adjustment. Although it was difficult for
informal caregivers to live in the world of illness, they recognized
that deathwas inevitable and tried to adapt to it [44,46]. On the one
hand, some informal caregivers deliberately ignored the truth to
keep faith that they could beat cancer and cancer patients would be
cured; on the other hand, they were realistic and understood that
cancer might not be cured [43,46]. Therefore, most informal care-
givers enjoyed their daily life and regarded every day as the last day
living with cancer patients, which was quite different compared
with their attitude before caring for cancer patients [45,46].
Meanwhile, they prepared for the future to face cancer and
appreciate life and people living around themmore than previously
[44,45]. Nevertheless, a minority of informal caregivers were
confused about the meaning of life or even lost their faith in God
[45,46]:
“I mean I'm hoping, there's part of me that's hoping that we beat
this cancer. But there's the other part that's saying I've got to be
realistic as well.” ([44]; p. 74)
3.2.2.1.3. Lifestyle adjustment. Informal caregivers reported that
their eating habits changed because of the heavy financial burden
of caregiving; for example, they did not purchase higher-cost food
Table 3














1. Clear statement of the aims of research Yes Yes Yes Yes Yes Yes
2. Appropriateness of qualitative methodology Yes Yes Yes Yes Yes Yes
3. Appropriateness of research design Unclear Unclear Unclear Yes Unclear Unclear
4. Appropriateness of recruitment strategy Yes Yes Yes Yes Yes Unclear
5. Appropriateness of data collection strategy Yes Yes Yes Yes Yes Yes
6. Relationship considered between research and participants Unclear Yes Yes Yes Unclear No
7. Ethical issues considered Yes Yes Yes Yes Yes Yes
8. Data analysis rigorous Unclear Yes Yes Yes Yes Unclear
9. Clear statement of the findings Yes Yes Yes Yes Yes Yes
10. Value of the research Yes Yes Yes Yes Yes Yes
Note: CASP ¼ Critical Appraisal Skills Programme.
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financial survival [42,43]. Another reason for the changes in their
eating habits, especially eating frequency, was lack of time because
of caregiving, which also resulted in reduction of social activities
[42e44,46]. Limited time also altered their sleep habits, which
included sleeping less to provide additional care for cancer patients
or switching sleeping places to offer more convenient caregiving
[42,43,46]. Nevertheless, as a proportion of informal caregivers
realized that taking care of themselves was the basis of good
caregiving, they ensured they slept and ate well to guarantee their
strength [43,44,46]. Although reduction of social activities was
inevitable, informal caregivers still tried to keep a balance between
the physical and mental needs of cancer patients and their own
[43,44,46]. For instance, they planned ahead for caregiving activ-
ities, such as making medical appointments and preparing meals;
by doing so, they could manage to have some free time [43,44,46].
Meanwhile, informal caregivers also modified their approaches for
relaxing, such as watching television with cancer patients and
listening to the radio, which could not only provide relaxation but
also bring them closer together [43e45]:
“I have to wake up to rub his back to make him slightly more
comfortable. Frankly speaking, I love to sleep but there is no other
way, so I have to stay awake.” ([42]; p. 824)
3.2.2.2. Seeking for formal and informal support. The analytical
theme “seeking for formal and informal support” showed whatTable 4
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233informal caregivers seeking for supporting to help themselves
transform their role of cancer caregivers and whether their needs
were being met, and included four descriptive themes: (a) family
and friend support, (b) religious support, (c) professional support,
and (d) policy support.
3.2.2.2.1. Family and friend support. Informal caregivers high-
lighted the importance of family and friend support that was
encouraging and could prevent their giving up [42e44]. Although
support might be limited because of factors beyond their control,
for example, living far away from their family or limited personal
financial resources, support from family and friends of cancer pa-
tients or informal caregivers was still available for daily care
(including washing, feeding, and bathing), along with mental and
financial support [43,44]. Moreover, informal caregivers empha-
sized that they would feel upset and discouraged if their family
members or friends neglected them and never made contributions
to their daily activities [43,46]. Without support from family
members and friends, informal caregivers tended to disconnect
from them and care for cancer patients alone, which increased their
sense of isolation and led to the depression from overwork and
fatigue from cancer care [43,46]:
“So actually it is a sickness that if you do not have family members
around you …...It is my son that has been helping me carry him on
bed and doing everything for him when he messes the bed, even
food you have to feed him. That is what we are on till now.” ([43]; p.
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they could obtain strength from God, especially when they felt
hopeless in fighting difficulties [42,44e46]. Most informal care-
givers kept the habit of praying and prayed for early recovery or
remission of cancer pain of cancer patients [43,45]. Even though
cancer patients did not recover after praying, informal caregivers
still did not give up their belief but joined another camp instead,
which enabled both parties to sleep well [43]. If cancer patients
were so seriously ill that informal caregivers were unable to leave
the patient alone, informal caregivers tended to pray or fast at
home or donate money to the church instead of joining prayer
camps [43]:
“…... I'm a prayer, we are always praying. [God] is the only one that
can take us day by day. He is the only one that can have you go the
next day. Thank Him for the day you had and you thank Him for the
day He is giving you the next day. That is what will keep you
going”([45]; p. 51)
3.2.2.2.3. Professional support. Although few informal care-
givers stated that they could receive professional support, most
informal caregivers complained about the lack of accessible re-
sources (education about cancer treatments, counselling services,
and services outside office hours), and expressed their expectations
and desire for professional support, including support groups,
home services, and online services [41,43,44,46]. First, informal
caregivers reported theywere unaware of available services around
them [41,44]. Second, informal caregivers desired to learn more
caregiving knowledge and skills [43,45]. However, most of the time
they could hardly understand the medical terms used by physi-
cians, which confused them and eventually resulted in their low
level of confidence [43e46]. Third, not only guidance but also
emotional or mental support should be accessible for informal
caregivers, tailored to individual needs [44e46]:
“So, I don't really know whether I really need to talk to psychiatrist
[…] I don't knowwhat they…...would it be psychologist or whoever
they provide just to help people get through it. I don't knowwhat I'd
say to them. ‘I'm having a hard time.’ Well, isn't everybody? […]
Sometimes you're just sort of reaching for something, but you don't
know what.” ([44]; p. 75)
“I haven't had anybody ask me if I needed to talk to anybody, like a
caregiver support group, or an actual therapist that I could sit down
and chat with and talk to that person about my issues that I can't
talk to my wife about because I don't want to alarm her or concern
her.” ([45]; p. 52)
3.2.2.2.4. Policy support. Although some medical insurance
covered the medical costs and some government funding was
accessible for caregivers, these sources were limited [43]. Those
informal caregivers who obtained financial support from the gov-
ernment reported their concerns about the changes or sudden
cutbacks in the policy, which would put them in an economic crisis
[42,46]. Moreover, some informal caregivers, particularly those
who lived in rural areas, emphasized the insufficiency or unavail-
ability of health insurance, which caused distress, in addition to
their unstable socioeconomic circumstances [43,45]:
“Medifund (an endowment fund set up by the Government to help
needy Singaporeans who are unable to pay for their medical ex-
penses) is finishing soon. Sometimes [I] apply, [it does] not234necessarily be approved. But if [I] cannot get it, it will be trouble-
some for [me]” ([42]; p. 824)
4. Discussion
Based on the results of this review, cancer caregiving influences
informal caregivers’ QoL significantly during the whole process of
caregiving, including their physical, social, psychological, and
spiritual well-being. Meanwhile, to manage the transformation to a
caregiving role, informal caregivers develop diverse coping strate-
gies to deal with the difficulties during caregiving while balancing
the relationship between their own lives and caregiving. Conse-
quently, the comprehensive assessment is crucial for informal
caregivers when patients are diagnosed with cancer and a
personalized support plan is necessary.
The findings indicated that informal caregivers tended to
minimize their needs, particularly physiological and safety needs, if
conflicts occurred between their needs and caregiving. This is
because the most important needs for a particular individual might
not always conform to Maslow's hierarchy of needs because of in-
dividual differences or the external environment [47,48]. The needs
of informal caregivers were influenced by the cancer diagnosis of
patients and their traditional individual values, according to the
findings. Being diagnosed with cancer is not only a huge blow to
patients but also to the informal caregivers, which results in com-
plex psychological changes in both parties. In this case, compared
with before the diagnosis, the order of informal caregivers' needs is
reversed and different, in addition to their individual differences,
such as traditional individual values. Therefore, the comprehensive
assessment of the QoL of informal caregivers and their needs is
essential when they begin their caregiving role.
When placed in the caregiving role unexpectedly, informal
caregivers had anxiety and depression related to the uncertainty of
future cancer development and treatments, a lack of caring
knowledge and skills, and the unpredictable psychological changes
in cancer patients. Hence, health care professionals should provide
informal caregivers with training to increase their knowledge and
skills, especially knowledge related to cancer and the impact of
cancer on patients. Meanwhile, because informal caregivers have to
spend more time in caring, their time for such training programs is
limited, and they require short-term demand-oriented training that
could help them adapt to the role as soon as possible, as found in
the study of Lambert and Girgis [49]. To date, an increasing number
of studies have explored the applicability and effectiveness of
eHealth in cancer care. E-health uses the Internet or related tech-
nologies to transmit information, such as YouTube [50] and mobile
apps [51], which is convenient for cancer patients and their
informal caregivers to use at any time and place [52]. In addition to
the medical terms that are confusing to informal caregivers,
eHealth provides information that could simplify complicated
medical terms with the help of computer technology, such as 3D
animation [53]. In 2016, a meta-review synthesized evidence from
10 systematic reviews on the effects of eHealth for cancer patients
and reported that eHealth could have positive impacts on their
knowledge, information competence, and perceived support [54].
Yet the meta-review did not find enough related reviews that
investigated the influences of eHealth on cancer informal care-
givers to identify its effectiveness in this situation. Although several
studies aimed at testing the feasibility of eHealth interventions for
informal cancer caregivers [51,55], the results are not rigorous
Y. Cai, A. Simons, S. Toland et al. International Journal of Nursing Sciences 8 (2021) 227e236because of the small sample size and there remains a gap for further
research to fill.
Furthermore, the theme of “seeking for formal and informal
support” highlighted the desire of informal caregivers for profes-
sional psychological support and the importance of family and
friend support, which is consistent with the study of Cho et al. [56].
Therefore, Cho et al. [56] suggested that informal caregivers and
cancer patients should be treated as a “unit” because they are
highly involved with each other's lives, which could fulfill informal
caregivers' needs for taking control of cancer caregiving, as found in
this review. Based on the findings of this review, family conversa-
tions and activities are encouraged for not only relaxing both
cancer patients and informal caregivers but also to remind them of
memorable events that happened in the past to draw their re-
lationships closer and allow them to express their feelings. In other
words, informal caregivers are likely to benefit more if cancer pa-
tients participate in themanagement of their caregiving role, which
allows both parties to communicate more than usual. However, the
findings also emphasized that informal caregivers believed that
being supportive was their duty, and therefore they tended not to
express their feelings or talk about their difficulties because it
might upset the cancer patients. Consequently, it is recommended
that health care professionals choose different support strategies
according to the needs of informal caregivers, including discussing
the difficulties and feelings encountered in the care process with
the caregiver alone or with the caregiver and the patient.
Furthermore, the findings found that informal caregivers still
complained and showed their worry about the lack of adequate
policy support, especially the health insurance from the govern-
ment. Although it is not yet clear whether adequate policy support
could directly improve the QoL of informal caregivers, at the very
least the improvement of policy support can reduce the burden on
informal caregivers.
5. Strengths and limitations
This review was strengthened by including informal caregivers
caring for cancer inpatients or outpatients in a wide age range,
living with different cancer diagnoses and undergoing different
cancer treatments. In addition to the large sample size and diverse
relationships between cancer patients and informal caregivers, the
generalized results could be applied to different countries and re-
gions. However, the gender of informal caregivers was unbalanced
because there were 77 females and only 26 males included in the
review, which may overlook the QoL and experiences of informal
male caregivers [57]. Hence, the quotations from male caregivers
are inadequate and further research is needed. Only studies pub-
lished in English and Chinese were included, which may also miss
studies published in other languages.
6. Conclusion
This review contributes to a better understanding of how cancer
caregiving influences the QoL of informal caregivers and the
management strategies of informal caregivers for their role as
cancer caregivers. Ultimately, three analytical themes emerged,
which were “challenges of caregiving,” “self-adjustment,” and
“seeking for formal and informal support.” Based on the results, we
recommend comprehensive assessment as crucial for informal
caregivers when patients are diagnosed with cancer and person-
alized support plan is necessary, for example, a short-term de-
mand-oriented training program and additional assessments of
individual support needs. Furthermore, continued policy
improvement is needed and research based on clinical practice is
crucial in order to represent effective interventions to improve the235QoL of informal caregivers.
Ethical approval
No ethical approval was needed in this review because this is
secondary research and the quotations were retrieved from pri-
mary studies.
CRediT authorship contribution statement
Yingying Cai: Conceptualization, Methodology, Data curation,
Software, Writing-Original draft. Alison Simons: Conceptualiza-
tion, Methodology, Writing-Reviewing and Editing, Supervision.
Samantha Toland: Conceptualization, Methodology, Writing-
Reviewing and Editing, Supervision. Junfeng Zhang: Data cura-
tion, Writing-Reviewing and Editing, Software. Kexin Zheng: Data
curation, Software.
Declaration of competing interest
The authors declare no conflict of interests.
Appendices. Supplementary data
Supplementary data to this article can be found online at
https://doi.org/10.1016/j.ijnss.2021.03.006.
References
[1] World Health Organization. World cancer report. http://publications.iarc.fr/
Non-Series-Publications/World-Cancer-Reports/World-Cancer-Report-2014;
2014.
[2] World Health Organization. Cancer: key facts. https://www.who.int/news-
room/fact-sheets/detail/cancer.
[3] The Global Cancer Observatory. Cancer fact sheets: all cancers. http://gco.iarc.
fr/today/data/factsheets/cancers/39-All-cancers-fact-sheet.pdf.
[4] Cavers D, Cunningham-Burley S, Watson E, Banks E, Campbell C. Experience of
living with cancer and comorbid illness: protocol for a qualitative systematic
review. BMJ Open 2017;7(5):e013383. https://doi.org/10.1136/bmjopen-
2016-013383.
[5] Geng HM, Chuang DM, Yang F, Yang Y, Liu WM, Liu LH, et al. Prevalence and
determinants of depression in caregivers of cancer patients: a systematic re-
view and meta-analysis. Medicine (Baltim) 2018;97(39):e11863. https://
doi.org/10.1097/MD.0000000000011863.
[6] Song JI, Shin DW, Choi JY, Kang JN, Baik YJ, Mo HN, et al. Quality of life and
mental health in family caregivers of patients with terminal cancer. Support
Care Canc 2011;19(10):1519e26. https://doi.org/10.1007/s00520-010-0977-
8.
[7] Girgis A, Lambert SD, McElduff P, Bonevski B, Lecathelinais C, Boyes A, et al.
Some things change, some things stay the same: a longitudinal analysis of
cancer caregivers' unmet supportive care needs. Psycho Oncol 2013;22(7):
1557e64. https://doi.org/10.1002/pon.3166.
[8] Jack BA, Mitchell TK, Cope LC, O'Brien MR. Supporting older people with
cancer and life-limiting conditions dying at home: a qualitative study of pa-
tient and family caregiver experiences of hospice at home care. J Adv Nurs
2016;72(9):2162e72. https://doi.org/10.1111/jan.12983.
[9] Shaffer KM, Benvengo S, Zaleta AK, Levine M, Bellantoni C, Dannaoui A, et al.
Feasibility and acceptability of distress screening for family caregivers at a
cancer surgery center. Oncol Nurs Forum 2019;46(2):159e69. https://doi.org/
10.1188/19.ONF.159-169.
[10] Duan JB, Fu JF, Gao HJ, Chen CS, Fu JF, Shi X, et al. Factor analysis of the
Caregiver Quality of Life Index-Cancer (CQOLC) scale for Chinese cancer
caregivers: a preliminary reliability and validity study of the CQOLC-Chinese
version. PLoS One 2015;10(2):e0116438. https://doi.org/10.1371/
journal.pone.0116438.
[11] Lund L, Ross L, Groenvold M. The initial development of the ‘cancer caregiving
tasks, consequences and needs questionnaire’(CaTCON). Acta Oncol
2012;51(8):1009e19. https://doi.org/10.3109/0284186X.2012.681697.
[12] Ugur O, Elcigil A, Arslan D, Sonmez A. Responsibilities and difficulties of
caregivers of cancer patients in home care. Asian Pac J Cancer Prev APJCP
2014;15(2):725e9. https://doi.org/10.7314/apjcp.2014.15.2.725.
[13] Seal K, Murray CD, Seddon L. The experience of being an informal “carer” for a
person with cancer: a meta-synthesis of qualitative studies. Palliat Support
Care 2015;13(3):493e504. https://doi.org/10.1017/S1478951513001132.
[14] Golics CJ, Basra MK, Finlay AY, Salek S. The impact of disease on family
members: a critical aspect of medical care. J Roy Soc Med 2013;106(10):
Y. Cai, A. Simons, S. Toland et al. International Journal of Nursing Sciences 8 (2021) 227e236399e407. https://doi.org/10.1177/0141076812472616.
[15] Ullrich A, Ascherfeld L, Marx G, Bokemeyer C, Bergelt C, Oechsle K. Quality of
life, psychological burden, needs, and satisfaction during specialized inpatient
palliative care in family caregivers of advanced cancer patients. BMC Palliat
Care 2017;16(1):31. https://doi.org/10.1186/s12904-017-0206-z.
[16] Wadhwa D, Burman D, Swami N, Rodin G, Lo C, Zimmermann C. Quality of life
and mental health in caregivers of outpatients with advanced cancer. Psycho
Oncol 2013;22(2):403e10. https://doi.org/10.1002/pon.2104.
[17] Ferrell B, Grant M, Schmidt GM, Rhiner M, Whitehead C, Fonbuena P, et al. The
meaning of quality of life for bone marrow transplant survivors. Part 1. The
impact of bone marrow transplant on quality of life. Canc Nurs 1992;15(3):
153e60.
[18] Cho Y, Jeon Y, Jang SI, Park EC. Family members of cancer patients in Korea are
at an increased risk of medically diagnosed depression. J Prev Med Public
Health 2018;51(2):100e8. https://doi.org/10.3961/jpmph.17.166.
[19] Beesley VL, Price MA, Webb PM. Loss of lifestyle: health behaviour and weight
changes after becoming a caregiver of a family member diagnosed with
ovarian cancer. Support Care Canc 2011;19(12):1949e56. https://doi.org/
10.1007/s00520-010-1035-2.
[20] Glajchen M. Physical well-being of oncology caregivers: an important quality-
of-life domain. Semin Oncol Nurs 2012;28(4):226e35. https://doi.org/
10.1016/j.soncn.2012.09.005.
[21] Romito F, Goldzweig G, Cormio C, Hagedoorn M, Andersen BL. Informal
caregiving for cancer patients. Cancer 2013;119(Suppl 11):2160e9. https://
doi.org/10.1002/cncr.28057.
[22] Rowland C, Hanratty B, Pilling M, van den Berg B, Grande G. The contributions
of family caregivers at end of life: a national post-bereavement census survey
of cancer carers' hours of care and expenditures. Palliat Med 2017;31(4):
346e55. https://doi.org/10.1177/0269216317690479.
[23] Cubukcu M. Evaluation of quality of life in caregivers who are providing home
care to cancer patients. Support Care Canc 2018;26(5):1457e63. https://
doi.org/10.1007/s00520-017-3968-1.
[24] Shin JY, Lim JW, Shin DW, Kim SY, Yang HK, Cho J, et al. Underestimated
caregiver burden by cancer patients and its association with quality of life,
depression and anxiety among caregivers. Eur J Canc Care 2018;27(2):e12814.
https://doi.org/10.1111/ecc.12814.
[25] Chantarasap P, Johns NP, Pairojkul S, Sookprasert A, Wirasorn K,
Cheawchanwattana A, et al. Validation of the Thai version of the family re-
ported outcome measure (FROM-16)© to assess the impact of disease on the
partner or family members of patients with cancer. Health Qual Life Outcome
2019;17(1):32. https://doi.org/10.1186/s12955-019-1091-3.
[26] Kehoe LA, Xu HW, Duberstein P, Loh KP, Culakova E, Canin B, et al. Quality of
life of caregivers of older patients with advanced cancer. J Am Geriatr Soc
2019;67(5):969e77. https://doi.org/10.1111/jgs.15862.
[27] Cherry MG, Smith H, Perkins E, Boland A. Reviewing qualitative evidence. In:
Boland A, Cherry G, Dickson R, editors. Doing a systematic review: a student's
guide. New York: Sage; 2017. p. 194e222.
[28] Tong A, Flemming K, McInnes E, Oliver S, Craig J. Enhancing transparency in
reporting the synthesis of qualitative research: ENTREQ. BMC Med Res
Methodol 2012;12(1):181. https://doi.org/10.1186/1471-2288-12-181.
[29] IQVIA Institute for Human Data Science. Global oncology trends 2018. USA:
IQVIA Institute for Human Data Science. https://www.iqvia.com/-/media/
iqvia/pdfs/institute-reports/global-oncology-trends-2018.pdf?_&equals;
1563448182307.
[30] Bloom E. Impact of new personalised cancer treatments. London: Macmillan
Cancer Support. https://www.macmillan.org.uk/_images/impact-of-new-
personalised-cancer-treatments_tcm9-342003.pdf.
[31] Syse A, Aas GB, Loge JH. Children and young adults with parents with cancer:
a population-based study. Clin Epidemiol 2012;4:41e52. https://doi.org/
10.2147/CLEP.S28984.
[32] Cancer Research UK. Support for children whose parents have cancer. https://
www.cancerresearchuk.org/about-cancer/coping/emotionally/support-for-
children-whose-parents-have-cancer.
[33] Tacconelli E. Systematic reviews: CRD's guidance for undertaking reviews in
health care. Lancet Infect Dis 2010;10(4):226. https://doi.org/10.1016/S1473-
3099(10)70065-7.
[34] Critical Appraisal Skills Programme. CASP qualitative checklists. https://casp-
uk.net/casp-tools-checklists/.
[35] Balshem H, Helfand M, Schünemann HJ, Oxman AD, Kunz R, Brozek J, et al.
GRADE guidelines: 3. Rating the quality of evidence. J Clin Epidemiol
2011;64(4):401e6. https://doi.org/10.1016/j.jclinepi.2010.07.015.
[36] Bridges J, Flatley M, Meyer J. Older people's and relatives' experiences in acute236care settings: systematic review and synthesis of qualitative studies. Int J Nurs
Stud 2010;47(1):89e107. https://doi.org/10.1016/j.ijnurstu.2009.09.009.
[37] Braun V, Clarke V. Using thematic analysis in psychology. Qual Res Psychol
2006;3(2):77e101. https://doi.org/10.1191/1478088706qp063oa.
[38] Morton RL, Tong A, Howard K, Snelling P, Webster AC. The views of patients
and carers in treatment decision making for chronic kidney disease: sys-
tematic review and thematic synthesis of qualitative studies. BMJ 2010;340:
c112. https://doi.org/10.1136/bmj.c112.
[39] Thomas J, Harden A. Methods for the thematic synthesis of qualitative
research in systematic reviews. BMC Med Res Methodol 2008;1:45. https://
doi.org/10.1186/1471-2288-8-45.
[40] Fleeman N, Dundar Y. Data extraction: where do I begin? In: Boland A,
Cherry G, Dickson R, editors. Doing a systematic review: a student's guide.
New York: Sage; 2017. p. 93e106.
[41] Treloar C, Brener L, Butow P, Lewis C, Adams M, Davis JM, et al. Identifying the
needs and quality of life experiences of advanced non-small cell lung cancer
patients and their carers. Aust J Cancer Nurs 2009;10(1):23e8.
[42] Lee GL, Ow MYL, Akhileswaran R, Pang GSY, Fan GKT, Goh BHH, et al. Quality
of life domains important and relevant to family caregivers of advanced
cancer patients in an Asian population: a qualitative study. Qual Life Res
2015;24(4):817e28. https://doi.org/10.1007/s11136-014-0832-3.
[43] Ofori M. Experiences of spouses of men with advanced prostate cancer in the
Accra metropolis [dissertation] Accra. University of Ghana; 2017. http://
ugspace.ug.edu.gh/handle/123456789/23491.
[44] McDonald J, Swami N, Pope A, Hales S, Nissim R, Rodin G, et al. Caregiver
quality of life in advanced cancer: qualitative results from a trial of early
palliative care. Palliat Med 2018;32(1):69e78. https://doi.org/10.1177/
0269216317739806.
[45] Mishra SI, Brakey HR, Kano M, Nedjat-Haiem FR, Sussman AL. Health related
quality of life during cancer treatment: perspectives of young adult (23e39
years) cancer survivors and primary informal caregivers. Eur J Oncol Nurs
2018;32:48e54. https://doi.org/10.1016/j.ejon.2017.11.007.
[46] Ferrell BR, Kate Kravitz RN, HNB-BC LPC, Tami Borneman RN. Family care-
givers: a qualitative study to better understand the quality-of-life concerns
and needs of this population. Clin J Oncol Nurs 2018;22(3):286e94. https://
doi.org/10.1188/18.CJON.286-294.
[47] Healy K. A theory of human motivation by Abraham H. Maslow (1942). Br J
Psychiatry 2016;208(4):313. https://doi.org/10.1192/bjp.bp.115.179622.
[48] McLeod S. Maslow's hierarchy of needs. https://www.simplypsychology.org/
maslow.html.
[49] Lambert SD, Girgis A. Unmet supportive care needs among informal caregivers
of patients with cancer: opportunities and challenges in informing the
development of interventions. Asia-Pac J Oncol Nurs 2017;4(2):136e9.
https://doi.org/10.4103/2347-5625.204485.
[50] Wittenberg-Lyles E, Parker Oliver D, Demiris G, Swarz J, Rendo M. YouTube as
a tool for pain management with informal caregivers of cancer patients: a
systematic review. J Pain Symptom Manag 2014;48(6):1200e10. https://
doi.org/10.1016/j.jpainsymman.2014.02.015.
[51] Kubo A, Altschuler A, Kurtovich E, Hendlish S, Laurent CA, Kolevska T, et al.
A pilot mobile-based mindfulness intervention for cancer patients and their
informal caregivers. Mindfulness 2018;9(6):1885e94. https://doi.org/
10.1007/s12671-018-0931-2.
[52] Widberg C, Wiklund B, Klarare A. Patients' experiences of eHealth in palliative
care: an integrative review. BMC Palliat Care 2020;19(1):158. https://doi.org/
10.1186/s12904-020-00667-1.
[53] GovenderR, Taylor SA, SmithCH,GardnerB.Helpingpatientswithhead andneck
Cancerunderstanddysphagia: exploring theuseofvideo-animation.AmJSpeech
LangPathol 2019;28(2):697e705. https://doi.org/10.1044/2018_AJSLP-18-0184.
[54] Slev VN, Mistiaen P, Pasman HRW, Verdonck-de Leeuw IM, van Uden-
Kraan CF, Francke AL. Effects of eHealth for patients and informal caregivers
confronted with cancer: a meta-review. Int J Med Informatics 2016;87:54e67.
https://doi.org/10.1016/j.ijmedinf.2015.12.013.
[55] Doorenbos AZ, Jang MK, Li HJ, Lally RM. eHealth education: methods to
enhance oncology nurse, patient, and caregiver teaching. Clin J Oncol Nurs
2020;24(3):42e8. https://doi.org/10.1188/20.cjon.s1.42-48.
[56] Cho E, Choi Y. Chapter 20 A review of work-family research in Confucian Asia.
In: Shockley KM, Shen W, Johnson RC, editors. The Cambridge handbook of
the global work-family interface. Cambridge: Cambridge University Press;
2018. p. 371e85.
[57] Higgins JP, Altman DG. Assessing risk of bias in included studies. In: Higgins JP,
Green S, editors. Cochrane handbook for systematic reviews of interventions.
Chichester: John Wiley & Sons; 2011. p. 187e235.
